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Some ELSI common to Biobanks generally:

Å(Informed) Consent

ÅWithdrawal of consent

ÅPrivacy, confidentiality and security 

ÅPublic release of research data  

ÅReporting back results to participants

ÅGovernance issues

ÅtǳōƭƛŎ ŜƴƎŀƎŜƳŜƴǘ Χ
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Focus today will be on ELSI specific to 
Longitudinal Aging Studies:

ÅDiminishing Capacity 

ÅSubstitute Decision-Making

ÅDeceased Persons

http://www.poxvirus.org/images/focusOnHeader.jpg
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Canadian Longitudinal Study on Aging

As a Case Study for examining 

Relevant ELSI 
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Starting assumptions:
1. Only competent adults will be enrolled at 

baseline;

2. There will be opportunity up front to discuss 
ƛƴŘƛǾƛŘǳŀƭǎΩ ǇǊŜŦŜǊŜƴŎŜǎ ƛƴ ǘƘŜ ŜǾŜƴǘ ǘƘŜȅ 
lose capacity;

3. At regular intervals, individuals will be re-
contacted and their capacity will be re-
assessed by trained individuals.
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The Canadian Context
ωFederal state of 10 provinces and 3 territories

ωSpecific Health Consent Laws and Data Protection 
laws in each jurisdiction, with different oversight 
bodies 

ωBoth common law and civil law systems

ωCanadian Charter of Human Rights & Freedoms

ωTri-Council Policy Statement on Ethical Conduct 
for Research Involving Humans (2nd draft)

ωOver 500 Research Ethics Boards across country 

http://www.vermontcanada.org/img/CanadianFlag.jpeg
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